The relationship between the voluntary sector and the National Health Service has a fascinating history and, I hope, a creative future.
Palliative medicine and the whole spectrum of palliative care developed from, and includes, the hospice movement-which in its turn grew from the experience of listening, first to one patient and then to countless others and their families. The first story bears repetition, because it enshrines the basic concepts which our practice still embodies. David Tasma, a Jew of 40 from Warsaw, was diagnosed as having an inoperable cancer of the rectum in St Thomas' Hospital in July 1947. He was kept in the ward I first took over as a lady almoner, or medical social worker, until he was fit enough to return to his lodgings with a palliative colostomy. He had no relatives and few friends, so I made certain I followed him up in the outpatient clinics. When he collapsed in January 1948 and was admitted to Archway Hospital, I remained virtually his only visitor until he died two months later. During our many talks we discussed somewhere other than that hectic surgical ward that would be more suited to his need for symptom control and the chance to come to terms with his brief and, he thought, useless life. It became a commission for my own future. Leaving me a small legacy he said, 'I'll be a window in your Home' and, on another occasion, said 'I want what is in your mind and in your heart'. When he died, having made his peace with the God of his fathers, I knew he had finished his own journey in the freedom of the spirit. He gave us the openness of a window-openness to the world, to all who would come and to every new challenge. He asked for all the learning and science of the mind, never ending development, matched with the vulnerable friendship of the heart-and he finally found his own peace. These were the three principles on which St Christopher's Hospice was founded, together with listening to countless people, patients, families, professionals and other foundations who came together during the 19 years it took to build the Home around the window. I repeat the story of David Tasma because, as we all begin by listening to people in need of diagnosis, treatment and support, so must we go on. St Christopher's Hospice, 51-59 Lawrie Park Road, London SE26 6DZ, UK In that same year, the year the National Health Service began, the Marie Curie Memorial Foundation started its work, later publishing its 1952 survey of the unrelieved suffering of cancer patients at homel, which led on to all their later extensive developments. By that time, I was a very mature medical student, impelled into a third career by Mr Norman Barrett, the remarkable thoracic surgeon for whom I worked. After taking him on visits to his patients in two of the few homes to which they were transferred for terminal care, in one of which I also spent evenings as a volunteer nurse, I reported to him my many home visits and finally told him I had to go back and nurse them somehow. He said firmly, 'Go and read medicine-it's the doctors who desert the dying. There is so much more to be learned about pain and you'll only be frustrated if you don't do it properly and they won't listen to you. ' At the end of my training in 1957 I wrote on 'Dying of Cancer' for the hospital Gazette the first of some 50 articles published before St Christopher's opened in 1967. I concluded that article with the following:
Patients always rely on their own hospital. It seems best that they should stay at home as long as possible and then go to a Home for the Dying if and when it becomes necessary. Continuity of treatment by the doctor in charge should somehow be combined with this. One has in mind some form of Home Care with a doctor visiting from the hospital and a Home in close contact with that hospital, all working in co-operation with the family doctor2.
This echoes Douglas Macmillan's words of 1931:
I want to see 'homes' for cancer patients throughout the land, where attention will be provided freely or at low cost, as circumstances dictate. I want also to see panels of voluntary nurses, who can be detailed off to attend to necessitous patients in their own homes3.
His vision, of which I then knew nothing, was finally embodied in the remarkable work of Henry Garnett, from 1973 deputy chairman and chief executive of the then National Society for Cancer Relief, founded by Douglas Macmillan in 191 1. The 'homes' and the first 'Macmillan nurses' began care in 1975.
Brigadier Glyn Hughes' study Peace at the Last for the Gulbenkian Foundation in 19604 and Professor John Hinton's paper Physical and Mental Distress of the Dying published in 1963, reported much suffering among cancer patients in hospitals, in nursing homes and in the few so-called homes for the dying5. By 1961, while I was working at St Joseph's Hospice and when St Christopher's was registered as a charity, the Ministry of Health was encouraging our plans, telling us that it was the role of the voluntary sector to pioneer in this field. The King's Fund, which had initiated a survey in Lewisham and found much need there6, gave us a grant of £30000 to buy our site in 1963. City charities, the Nuffield Foundation and others were persuaded to fund the building, literally as it went up, and we opened without debt. We also had grants promised from the Ministry of Health to evaluate and compare our work with local hospital and community care, to establish a home care programme and to conduct controlled clinical drug studies. An extensive education programme soon developed and was also supported from 1974.
The new hospices, St Ann's in Manchester and then St Luke's in Sheffield in 1971, were followed by many others. St Christopher's itself had little public building appeal. I believed no one would know what I was talking about in trying to bring the academic model of research and teaching together with care for people with advanced disease but it soon grew into its local community of 1.5 million people in South-East London. All the other hospices and continuing and palliative care units have grown from their own communities, in many ways like the older cottage and community hospitals, which might still have a part to play. We all rely on our local communities for their support, for staff, volunteers, at least 60% of our revenue and most capital costs. Many hospices have been supported in some way by Help the Hospices, which from 1984 has carried out an imaginative education programme.
The network across the UK now includes 59 NHS units with 605 beds and 169 in the voluntary sector, the rest of the over 3300 beds available, together with over 400 home care teams, most initiated by Macmillan Cancer Relief but now some 80% NHS funded. These meet around 120000 patients in their own homes. Hospital teams, specialist nurses and joint clinical appointments form a complex pattern of care often with impressive public support. These are all listed by the Hospice Information Service in their annual Directory7. The 57 largest voluntary hospices have a yearly income of about £100 million, only one-third of which comes from NHS sources. Many smaller initiatives are largely dependent on their own communities, with varying NHS support through local contracts. Altogether, the hospices ifaggregated would be the largest charity in the country.
This may sound an impossibly complex patchwork and we all have a responsibility for seeing that each patient obtains seamless continuity of care-particularly those (the majority) who will die of their disease. This path can be smoothed by joint follow-up clinics, referral to day centres of unmet need? Professor Irene Higginson, who holds a joint appointment between King's College School of Medicine and Dentistry and St Christopher's Hospice, has one of eight chairs now in the field (mainly initiated from the voluntary sector). She and her deputy, Dr Julia Addington-Hall, are still revealing need among both cancer patients and the larger number who die of other diseases. Our main focus on cancer has facilitated research but we have much to share and learn in other fields. Seale and Kelly, in our third comparison of hospital and hospice care for people who die in South-East London, show that hospice patients are less likely to be admitted as emergencies and that, while symptom control has improved in hospital, the difference in psychosocial care still favours the hospice8. Hospices admit some 60 000 patients a year, half of whom will die there. The rate of discharge and the 120 000 who are supported at home are not well known by the public and even some professionals.
The National Council for Hospice and Specialist Palliative Care Services, mainly funded from the voluntary sector, has done a remarkable job in its over 6 years of existence in weaving this patchwork together, in speaking to Government with the essential 'single voice' for those working both in the voluntary sector and in the NHS, and in producing its well researched papers establishing standards across the field.
It is still in the NHS that most patients will receive treatment and care, and hospitals need to look carefully at the continuity of their treatment and contact. The end of active treatment should merge smoothly with palliative care, a recognized specialty since 1987. This often draws on what the voluntary sector has pioneered and is prepared to offer, free of charge, when families wish to continue care to the end of life. We have at least eight times as many patients being supported at home by our 24-hour home care service, supplementary to the statutory community services, as we have in our 62 inpatient beds. The Ministry of Health began that funding as a research and development project-a joint venture. As we look now, how much of what we do is additionality? How much is statutory responsibility? How are we to continue to say to all our citizens 'You matter to the last moment of your life. We will do all we can, not only to help you die peacefully, but also to live until you die.' It comes down to one person with another, one hospice working with the local family doctors and the local health authority all always listening to patients. They taught us how to begin and they will teach us how to go on.
The UK has been a flagship for palliative care but we have learned much from overseas. The basic need was expressed to me recently by one of our home care nurses, working in a deprived area. 'When we say to a new family, what do you want that we can do for you?', they are amazed and close involvement with general practitioners. But what to be asked. They are astonished by what an effective service can organize for them. Then, reinforced with new confidence, they carry on caring, often to the end-all the more because there are respite nurses and hospice beds in reserve. We are part of the cancer care for South-East London, and we support the work of the NHS. But we in our turn need the support of contracts that enable us and health authorities to plan ahead, for the day when every patient with cancer and caring family will receive the skilful attention, concern and respect that are their due. Japanese civilian internment camp, Yangchow, China, [1943] [1944] [1945] 4 .e 2~~~~~~~~~~~~:
-.,-This picture shows the camp medical and nursing staff in September 1945. Happy faces and smart turn-out reflect the recent relief by combined British American forces and belie the true conditions of internment. Those pictured in the back row, left to right, are: Self (Palmer) Aged 17, orderly, cleaner, surgical assistant and intending medical student. Dr Keith Gillison Medical missionary, surgeon, author of The Cross and the Dragon (ISBN 0-950449-1 -X). Operated on my father for infected perianal haematoma 48 hours before the camp was evacuated, with Dr Bolton as anaesthetist and self as assistant. Dr Ralph Bolton Methodist Missionary Society, physician and ophthalmologist. Dr Symons Former general practitioner in Shanghai. Mr Beynon Missionary, pharmacist, and operator of the camp's primitive X-ray screening apparatus, which more than once revealed pulmonary tuberculosis in camp guards. C A L Palmer
